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EDITOR'SNOTE

The staff at the Center on Human
Policy have studied the issues having to
do with supporting adults with disabili-
tiesin living in the community for
many years. Over the past four years,
we have come to believe that the think-
ing in our field about community living
for adults, especially for those with
severe disabilities, must undergo a
radical change.

This news bulletin addresses this
need for change. It presents and
summarizes some concepts about
community living, tellsthe stories of a
number of people who seem to enjoy
their lives and the homes they have
created, and introduces readers to
agencies that are supporting peoplein
individualized ways. It also presents
resources for further exploration of the
concepts introduced here.

Thisway of thinking requires
setting aside the understandings one
may have developed over years of
working in the field. For many
readers, it may require thinking
differently about how the funding
streams in their state could be put
together to assist people in getting the
support they need so that they can live
where and with whom they want to
live. Several of the people whose
stories we tell, for example, are
supported through funding sources
that have traditionally been used in
only one way (e.g., for foster carein a
family or for group home living). We
ask our readersto think about the
people and their homes first, andabout
the funding that supports them second.
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Adults
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AHOME OF THEIR OWN

Darwin and Glen live with Randy,
their paid attendant, in an apartment
in a cooperative housing project in

Madison, Wisconsin. Darwin moved to

the community in late 1985 after
spending most of hislife at a state
institution. Heisapleasant and gentle
middle-aged man who has many
friends. These include coworkers he
met at his supported employment
position with the state Department of
Health and Social Services, neighbors

Darwin's roommate, Glen, has lived
with Darwin since Darwin's move from
the institution.

who also live in apartmentsin the co-
op, and people who work for Options
in Community Living, the agency that
provides support for Darwin's living
situation. He uses an electric wheel-
chair and a communication board. He
communicates with picture symbols,
and needs assistance with almost all of

Randy, Darwin, and Glen in front of their
new home.

his personal care. Darwin lovesto
share jokes, using his communication
board and body language, and he
especially enjoys pointing at the
pictures of the people who work with
him and laughing about something that
happened the day before or that he
hopes will happen soon.

Darwin's roommate, Glen, has lived
with Darwin since Darwin's move from
the institution. Glen had lived in the
institution where Darwin lived, and
moved out a number of years ago.
Before Darwin left the institution, Glen
lived in several different places. When
Darwin was ready to leave the institu-
tion, the Optionsin Community Living
staff reintroduced them to each other
and they agreed to try living together.
They live with Randy, their paid
attendant, who was recruited through
Options. Randy has worked for them
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since Darwin moved to Madison from
the institution, and has lived with them
since 1986.

Randy is a college student who is
supporting himself through school. As
alive-in attendant, his salary comes
through two sources: adult foster care
payments for Glen and Community
Integration Program (CIP) payments
for Darwin, who requires significantly
more assistance than Glen. CIPisone
funding source that has been usedto
support individuals formerly living in
state institutions to move into the
community.

In the co-op, there is areal community.

Randy is away from the apartment at
least two weekdays and two weekends a
month. At these times, twoother staff
members, funded through CIP, support
Darwin and Glen. Darwin and Glen,
but not Randy, havetheir names on the
lease, and they splitthe apartment
expenses betweenthemselves, with
Randy paying for hisshare of the food.
Randy is not expected to provide skill
training or case management, but to be
a roommate who also provides personal
care and other kinds of assistancein
daily living.

The options staff provide ongoing
case management and training in daily
living skillsto Darwin and Glen, and a
speech communication therapist also
comes to the apartment to work with
Darwin. Darwin, Glen, Randy, and an
Options staff member hold house
meetings twice a month to make sure
things are coordinated, to decide who
will do what for the upcoming week,
and to ensure that life is going the way
Darwin and Glen want it to go.

The first apartment Darwin and
Glen lived in was nice, but it wasn't
really theirs in the way the apartment
intheco-opis. Intheco-op, thereisa
real community. The peopleliving
there have a bigger stake in their living
environment than do peoplein the
typical apartment complex. The
options staff helped Darwin and Glen
find and arrange to become members
of the housing cooperative.

This cooperative has a number of

unique features. Itisapart of Madi-
son's downtown community renewal
effort, and is seen as a valued, desir-
able placeto live. It isamixed-income
cooperative, in that there arethree
levels of rent, with one third of the
tenants in each category. Tenants
paying at any of the three levels
(assisted, moderate, and market-rate)
are found everywhere in the coopera-
tive, and they all have the same types
of apartments. Another nice aspect of
the cooperative is that there are people
of all generations. The people who live
there do not build up equity in their
apartments but are ownersin the sense
that they can stay as long as they like,
they are all part of the decision-making
in regard to how the cooperative runs,
and they share the responsibility for
managing it. There is a community
garden in the back, and alovely
playground for the children. Four
apartments on the first floor are totally

Randy is not expected to provide skill
training or case management, but to
be aroommate...
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accessible, and others on that floor can
be adapted for aperson with physical
disabilities. Darwin, Glen, and Randy
live in one of the accessible apart -
ments.

Both Darwin and Glen like to get out
and do things. Darwin contributes to
the co-op by delivering co-op mail like
fliers and notices to his neighbors, and
he regularly goes out to movies,
coliseum events, parties, restaurants,
and sports activities like bowling,
swimming, skiing, and horseback
riding. He, Glen, and Randy took a
Wilderness Inquiry Il trip to Y ellow-
stone this summer; previously, they
have gone on vacations and weekend
camping trips together as well as
separately. Glen likes doing many of
the things Darwin enjoys, but he
pursues some of his own interests as
well.

Darwin and Glen have lives they
enjoy, inahome that isreally theirs,
doing what they choose to do and
exploring new vistas, new experiences,
every year.
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NATIONAL POLICY INSTITUTE ON
COMMUNITY LIVING

In June 1989, the Center on Human
Policy hosted atwo-day national policy
institute to explore issues and develop a
statement supporting adults in living in
the community. This policy institute
was held as part of the Research and
Training Center on Community Living
through a subcontract with the Univer-
sity of Minnesota.

Three major themes emerged as
critical as we move from the 1980s into
the 1990s: the importance of living in
one's "own home"; the context of the
broader community in people'slives;
and the extension of the independent
living movement's concept of personal
assistance to people with severe
developmental disabilities. In the words
of Gunnar Dybwad, "Any of these
concepts fully applied will challenge the
service system asit today exists.”

All people, regardless of severity of
disability, can livein their own home
in the community. People should have
choice about where and with whom
they live, control over their environ-
ment and how they spend their time.
Gail Jacob

One central and guiding concept in
the 1990s should be that of "one's own
home." While in the 1980s, we moved
from "homelike" environments to
"homes," the next decade should
challenge us to examine the essence of
what it means to be in "one's own
home." A small, but important part of
this movement should be the extension
of home-ownership strategies to people
with disabilities. Wherever people
chooseto live, support services should
be available. No longer should home
mean an "agency facility," but a place
that represents the unique choices of
the individual.



The statement should include a
comment to community leaders...about
inclusiveness and celebrating gifts and
capacities of people with disabilities as
community members.

John Winnenberg

Aswe move into the 1990s, our focus
should shift from people "being in the
community to being apart of the
community." The importance of
relationships, the interaction between
formal and informal supports and
services, the roles of ordinary citizens
in the lives of people with disabilities,
and the contributions of people with
disabilities to community life will
become increasingly important. The
1990s should be atime to reevaluate the
role that service systems can and cannot
play in the lives of people with
disabilities.

People can live wherever they want
to liveif they have adequate supports.
Judy Heumann

Aswe begin to support peoplein
their own homes, we need to develop
new ways of providing services that
foster choice and decision-making on
the part of people with disabilities. The
concept of personal assistance, as
defined by the independent living
movement, may provide guidance
about how to think about support
services for people with severe develop-
mental disabilities. In the 1990s, we
should have opportunitiesto struggle
with how people withdisabilities can
have "control over" their services and
still move toward aninterdependent
society where "power is shared." The
extension of the concept of personal
assistance to people with severe
disabilities should be a critical issue in
the next decade.

For more information about thein-
stitute or about the statement support -
ing adultsin living in the community,
please contact Julie Ann Racino at the
Center on Human Policy.

OUT OF MY OLD LIFE AND INTO MY NEW ONE

By Michael Kennedy

My name is Michael Joseph Kennedy.

| am 28 years of age and | have
cerebral palsy. | am one of four
children. Because no services were
available to assist my family and me, |
was forced to spend 15 years of my life
in state institutions. | would like to
share with you my transition from
institutional lifeto lifein areal neigh-
borhood.

| started in the West Haverstraw
Nursing Home when | was about three
yearsold. | did not like it there
because of the treatment the residents
received. We were not treated with the
respect due any human being. Because
we had physical impairments, many of
us were assumed to be, and thus were
labeled, mentally retarded. | believe
that no matter how you are labeled,
you should be given basic rights like
decent treatment, education, and the
right to live in the community. Later 1
was moved to Rome Developmental
Center.

At Rome, | received much of the
same treatment as at West Haverstraw.
| later moved to Syracuse Developmen-
tal Center, where | lived from 1979
until 1982. Residents were not re-
spected. We were given no choices and
no freedom. Some people were abused,
although it was better than at Rome.

In 1982, | heard about supported
apartments being run here in Syracuse
by United Cerebral Palsy, now known
as ENABLE. The apartment program

Michael (right) celebrates a hirthday with his
roommates, John and Gordon

was just getting started and | wantedto
be a part of it. [Editor's note: This
program is an ICF/MR operated in an
apartment building in Syracuse. Eight
people live in two apartments adapted
for people with physical disabilitiesand
staffed on a 24-hour basis. Theagency
calls the program, which receives
Medicaid funding and meets ICF/MR
and state regulations, a"supported
apartment" program.] | had wanted to
get out of the institutionfor years and |
finally saw my opportunity. In August
1982 | moved intothe apartment. | had
three roommates who also had a variety
of disabilities. | lived at this apartment
for six years. It was a great
improvement over Syracuse
Developmental Center. Now | was
living with three other people instead of
20, the number of people | roomed with
at SDC. But what | liked most was that
it was in the community. | could be seen
as belonging to thecommunity, and |
could experience being around people
without disabilities.

A supported apartment might be a
much better place than an institution.
However, thinking about it now, it
would have been best if | could have
moved directly to a place of my own,
with the support | needed. 1 think |
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could have made it if | had had the
supports to make it work. Inthe
supported apartment, | did learn a lot
about living in the community, and |
made new friends. After awhile,
though, | began to feel very restricted
in my growth. | was still feeling that my
life was being controlled. | was not
making decisions for myself. There
were still instances when others made
decisions for me. For example, | travel
alot for my job, and there were many
times when | got home to find that plans
that involved me had been made
without asking me. | had to leave the
apartment every day, even if | wastired
after atrip (though they did occa-
sionally make exceptions, if | made ar-
rangements ahead of time). Also, |
didn't get to choose who my roommates
would be.

The staff at the apartment were
excellent. They did all they could to
create a homelike atmosphere. How-
ever, since we were funded by Medi-
caid, they had to develop and submit
things such as personal goalsfor all the
residents. The staff people did realize
some of the state requirements were
ridiculous and a waste of time, but they
were unsuccessful in getting any
changes made. They even went so far
asto challenge Medicaid to cite them
for violations instead of fulfilling
certain requirements.

It would have been best if I could have
moved directly from the institution to a
place of my own, with the support |
needed.

During my fifth year at the apart-
ment, | began to feel strongly that | was
ready to leave. Although on a much
smaller scale, the apartment still
retained some institutional features.
For example, whenever | wanted to go
somewhere, | had to tell everyone
where | was going and when | was
coming home. | am an adult and | felt
that | was capable of using my own
judgment regarding where | was going
and when | would return. | felt | didn't
have any privacy. | didn't feel truly
free to make my own choices. |
decided | was ready to move on. So |
began to talk with our administrators

about how the apartment was better
than the institution, but because of the
regulations it was still somewhat
institutional. | felt the apartment had
no more purpose for me. | had gotten
everything from the experience | was
goingto get.

27

For the first time in all these years, I've
been able to host my mother in my own
home.

| actually moved into my own house
on September 30, 1988, after six years
in the supported apartment. | moved
in with my friend John, who had
worked with me at the supported
apartment, and John's roommate,
Gordon. We rent a house on Hawley
Avenue which was bought by our
landlord (also afriend of mine)
specifically with usin mind. She bought
a house she thought could easily be
made accessible for me and my
wheelchair. My nameis on the lease for
the house. | think it is important to say
that neither of my two roommates are
disabled. Our neighborhood is one
which we chose for ourselves. The way
this happened was that ENABLE had
been working for afew yearsto start a
service offering individualized supports
for adults. They wanted a service that
would combine a private residence and
the supports necessary to assist a
person with developmental disabilities
to livethere. [Editor's note: The
options for community living through
New York State's Office of Mental
Retardation and Developmental
Disabilities (OMRDD) are based on a
continuum model and are quite rigidly
applied throughout the state. ENABLE
submitted a special proposal that
permitted use of OMRDD's"family
care" funding to provide individualized
support for a small number of people
who are assisted to live intheir own
homes.] | was the first person to
benefit from this program.

The unique thing about this situation
is that the agency did not set this up for
us. It wasthe choice of the three of us
working together. The agency was very
supportive of our decision to live
together in this particular house. Even
when their own consultant advised
them not to go with this house because

it would be costly to make it accessible,
they backed us up and did alot of work
to make it accessible for me. Also,
because the landlord is my friend, she
has been very supportive and is still
working on improving it, like enlarging
the bathroom for me. | consider myself
very fortunate that | was able to
maintain my services such as visiting
nurses, doctors, and therapists. | was
able to carry those services over, with
Medicaid funding. Thiswas all my
decision. | am currently in my thir-
teenth month in my house and every -
thing isgoing fine.

The differences between my new
living situation and my former living
situations are numerous and immeas-
urable. | am now responsible for
paying my own bills. Previously, | had
never been entrusted with responsibili-
ties. It was always assumed | could not
be responsible for myself because | was
disabled. Although I still receive
financial assistanceto pay my hills,
everythingisinmy name. 1am
responsible for budgeting my money.
My roommates expect me to pay my
share of the bills. Another differenceis
that my mother, who lives more than
200 miles away, has been able to stay at
my house for the weekend. She could
never do that before, both because we
didn't have room and she wouldn't have
felt comfortable. For the firsttime in
all theseyears, I've been able to host my
mother in my own home.

Being responsible for my life led to my
having control over my life. | make
decisionsfor myself. | have equal say
in everything that happens regarding
our house. | make all the decisionsthat
directly affect me. Intheinstitution
and supported apartment, my decisions
were all made for me, often without my
consultation. | did nothave real control
of my life. In myformer living
situations, recreation was decided by
majority vote. | did notcontrol my
choice of activity. Now, | go out when
| want and where | want. 1 don't need
to ask anyone's permision.

Asaconsumer, | would like to
propose that parents and professionals
give people the opportunity to make
personal choices themselves. 1 would
also like the government to allocate
more funding to support peoplein their
own homes.



INDIVIDUALIZED SUPPORTS FOR ADULTS:  THE EXAMPLE OF THREE RESIDENTIAL SUPPORT AGENCIES

The Center on Human Policy has
studied some agencies that providein-
dividualized residential supports for
adults with disabilities, including those
with severe and multiple impairments
or considered to have some challenging
behaviors. Unlike many agencies that
employ facility-based approaches,
these agencies help people find homes
and then build in the supports neces-
sary for them to live there. The as-
sumption is that people need stable,
safe, and affordable homes in neigh-
borhoods where they choose to live; that
they should be involved in choosing
where and with whom they will live; and
that they should have choice and
control over how they live and the
supports and services they receive.

..These agencies help people find
homes and then build in the supports
necessary for them to live there.
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Options in Community Living (Madi-
son, Wisconsin)

Options in Community Living pro-
vides support to 100 people, including
some with severe and multiple disabili-
ties, who rent or own their own houses
and apartments throughout Dane
County, Wisconsin. The agency has
moved away from a "clustered apart -
ment" approach whereby people lived
in a cluster of apartments located in
one apartment complex. Now people
live where they choose and with whom
they choose—sometimes by themselves,
sometimes with roommates—and
receive supports at these locations.

About 24 people served by Options
employ live-in, paid roommates or
personal care attendantsto provide
full-time support, using avariety of
Medicaid and state funding mecha-
nisms. For these people, Options acts
as abroker—assisting them to recruit,
screen, hire, supervise, and, if neces-
sary, fire their attendants. Options
also provides support to about 75
people who do not require live-in
assistance but who may need intensive
services and supportsto remain in
their homes.

The agency has three teams of
"community support specialists" who
provide support, case management,
training, and other services. All team
members know each person supported
by their team and can give each other
support and assistance as well as
problem-solving help when a dilemma
arises. One of the agency's priorities,
in terms of support, isto assist people
to become part of their neighborhoods
and communities, and significant staff
timeis devoted to this area.

Centennial Developmental Services,
Inc. (Weld County, Colorado)

The Residential Support Program of
Centennial Developmental Services,
Inc., provides support to 56 adults
with disabilities, including a number of
people who have significant impair-
ments. This agency has also moved
away from group home and clustered
apartment arrangements to helping
people live in their own homes with
supports. The 56 people supported by
the program live either by thenmselves
or with others in apartments and
houses, and receive significant but
varying degrees of staff time.

The staff works in teams to assist
people. Skills are taught within the
context of typical daily routines and
activities. A primary part of the staff's
role is to help connect and involve
people in their neighborhoods and
community. The agency tries to recruit
staff members who are themselves
connected to the community, and the
staff then use their own connections to
increase the social networks and
relationships of the people they help
support. A strong sense of enthusiasm
and spirit has been nurtured among
the agency staff.

Residential, Inc. (New Lexington,
Ohio)

Residential, Inc., is an agency which
has also moved from providing group
homes, and then a semi -independent
and independent living program, to

supporting peoplein their own homes.
The staff at the agency began to have
concerns about how people were feeling
about its group homes and other
residential settings; the people were
telling them that something was missing.
Based on this, they decided to work
from the idea that everyone should have
their own home—either by themselves
orwith others of their own choosing.
Staff members recognized, however,
that access to housing was a problem not
only for people with disabilities, but for
many other residents of the community
and surrounding county. As aresult,
some of the agency staff joined together
with other members of the community
to form the Perry County Housing
Association, an organization designed
to help promote increased opportunity
for home-ownership for all residents of
the county.

Along with this came a change in the
administrative structure. In the past,
the staff who made major decisions
about a person's life had little or no
direct support experience with that
person. The agency recognized a
problem with this, and changed to use
"service planners." Each person who is
supported by the agency is matched
with a service planner (this match is
based on people who know one another,
get along, and work well together). The
hours and duties of service planners
are flexible, and depend on the
individual's needs. Basically, the main
responsibility of the service planner is
to become involved with the person
with a disability, draw in others, and
help him or her obtain the needed
assistance elsewhere.

The agency places emphasis onteam
support of people (trying toinclude at
least one member of the team who does
not work for the agency), building
natural community supportsfor people,
and assisting people to learn and grow
through relationships, rather than
special programs. From this agency's
perspective, a key factor in support
and integration is finding people who
are willing to make long-term
commitments to others.



A key factor in support and integration
Is finding people who are willing to
make long term commitments to
others.

Summary

Five factors that contribute to the
success of these three residential
agencies are: (1) small size—despite
pressures to expand, agency staff
members are aware that they will lose
their ability to provide quality indi-
vidualized supports if they try to serve
too many people; (2) clarity of philoso-
phy and mission shared by the staff —
there is ashared belief that all people
with disabilities belong in the commu -
nity, that the role of staff membersisto
do whatever they can to make this
happen, andthat the staff are working
together as a team to reach this goal;
(3) creativity in developing individual-
ized supports—creativity in design and
development of supportsis based on
the staffs knowledge of and relation-
ship with the person, and their willing-
ness to try different approachesin
order to find out what works best for a
particular individual; (4) flexibility of
supports—the types and levels of
supports can vary from one individual
to another, and can vary over time for
agiven person as his or her needs
change; and (5) commitment by the
support staff to the individuals they
support and to each other—an envi-
ronment is nurtured wherein agency
staff members feel an investment and
ownership in the agency and have
significant commitment both to the
people they support and to each other.

"WHAT'S FOR DINNER?"

Earl Spoden isatall, thin, 68-year-
old man with an air of dignity about
him. He moves and talks slowly and
seems to choose his words carefully.
Earl has a sparkle of humor in his eyes
and hisface isvery expressive. There
is something about Earl that makes him
very likable at first sight; heisa
charming man. Since December 1987,
Earl haslived onafarmin arural area
of Stearns County in central Minne-
sota. Earl lives with Ethel and Ebert
Konz, acouple of similar age as Earl.

"It was like it was meant to be. Itis
hard to imagine this place without him."

Earl has spent most of hislifeinstate
institutions, nursing homes, and group
homes for people with mental
retardation. In 1930, when he was nine
years old, he went to a state institution,
where he lived for about 30 years.
After that Earl moved toanother state
institution and later to anursing home
before he moved to agroup homein
1981. In 1987 the county closed the
group home where Earl was living in St.
Cloud, Minnesota. Everyone moved to
other placesbut there were problemsin
finding a home for Earl so he had to
stay alone in the group home for a
while. The local newspaper ran a story
about Earl's need for a home. Ethel
and Ebert Konz saw the article and
invited Earl to come and live with them.
Earl's case manager talks about their
living situation in glowing terms: "Earl,
Ethel, and Ebert are perfect for each
other. Earl goes everywhere withthem.
Earl really likes living with them. This
isthefirst time he has hada real home
since he was nine yearsold."

Earl's living situation was made
possible under the Stearns County
Adult Foster Care Program and the
Minnesota Medical Assistance Waiver.
Although Earl receives assistance in
learning and maintaining some domes-
tic skills, heisnot living in a program.
Heisliving in a home that he shares
with Ethel and Ebert. Andas far as
Ethel and Ebert are concerned, Earl is
apart of the family and does not have
to worry about moving again.

Ethel likesto tell the story about the
first time she met Earl: "The first time |
came to pick Earl up hejust sat in the
car like he hadalways done that. He
turned to me and said, 'What's for
dinner?" Earl, Ethel, and Ebert all
laugh when they tell this story. Then
Ethel added, "It was like it was meant
to be. Itishard toimagine this place
without him."

Last year Ebert retired from the
granite company where he had worked
for about 30 years. When Earl heard
that Ebert was retiring he decided that
he should also retire from the day
activity center where he spent his day.
Both Earl and Ebert like pies very
much, and now that they have both
retired, Ebert and Earl make pies
together and eat them as fast as they
make them.
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"Earl has hecome ébart of the family.
He s family."
779

Ethel says, "Earl has become a part
of thefamily. Heisfamily. He does
everything with us. He also helps
around the house. He sweeps the
kitchen floor and does his own laun-
dry." And Ethel continues, "Earl
always goes grocery shopping with me
and pushesthe cart. He also helps me
remember things. Heis much better at
remembering things than | am," Ethel
laughs.

Earl isreally involved in Ethel's and
Ebert's family. Thisisabig family
with alot of grandchildren who al live
nearby. Earl goesto all the family

continued on page 8



by Julie Ann Racino and Steven J. Taylor

Community living for adults can be
described from a variety of perspec-
tives:

* Anindividual perspective. What
does community living mean from the
viewpoint of each person?

* A service system perspective. What
are the best practicesin the design of
service systems and supportsto enable
people with disabilities to fully partici
pate in community life?

«A community perspective. What
roles do community members play in
thelives of people with disabilities and
what contributions do people with
disabilities make to community life?

A cross-disability perspective.
What are commonalities across differ
ent movements (e.g., independent
living, disability rights) that can bring
us together?

A policy perspective. How can
federal, state, and local governments
support the opportunity for people to
live and participate in the community?

A societal change perspective. What
changes are necessary to improve the
lives of all people, including people
with disabilities?

Each of these perspectivesisimpor-
tant and can provide insight into the
full participation of adults with disa-
bilities in community life.

This article examines directions in
community living from a service system
perspective. |t compares and contrasts
the traditional residential system for
adults in the United States with an
emerging approach to supports called
an "individualized," " person-cen-
tered," or "housing/support strategy"
approach. While this approach incor-
porates aspects of the "community,"
"independent living," "individual,"
and "societal change" perspectives, the
primary emphasisis on how adults with
disabilities can be supported better
through changes in the design of
service and support systems.

NEW DIRECTIONS IN COMMUNITY LIVING

The Residential Continuum and the
LRE Principle

The primary principle for the design
of services and supports for people with
developmental disabilities today isthe
principle of the least restrictive
environment, together with its operation
as a continuum.

The continuum can be classified as a
line running from the "most restrictive"
environment to the "least restrictive
environment." The assumption isthat
people with the most severe disabilities
will be served at the "most restrictive"
end (i.e., institutions) and those with
the mildest disabilities at the "l east
restrictive" end (e.g., independent or
semi-independent living). Aspeople
acquire more skills, they are expected
to "graduate" or "transition" to more
independent settings.

For people with severe disabilities
especially, the continuum concept has
serious problems:

* People with severe disabilities get
relegated to the "most restrictive" end
of the continuum.

*The most restrictive placements,
such asinstitutions, are not necessary.

* The continuum implies people need
to leave their homes every timethey
acquire new skills.

*The most restrictive placements do
not prepare people for the least restric
tive placements.

* The continuum approach concen
trates resources at the most restrictive
end instead of toward typical homes.

* The continuum concept confuses
restrictions of people's rights with
intensity of their support and service
needs.

 The continuum directs attention to
physical settings rather than to the
services and supports people need to be
integrated in the community.

Characteristics of a Facility-Based
Approach

The community living program in
most statesis primarily a"facility-
based" approach to serving people with
developmental disabilities. The
program revolves around the living

arrangement, or facility, rather than
around individuals. Thus, it is limited
in both its flexibility and individualiza-
tion.

By "facility-based," we mean that
most community living programs have
the following elements:

Agency owned or rented facility.
Since providers own or rent the
residential setting, they ultimately
control who lives there. As O'Brien and
Lyle (1986) point out, under this
arrangement, "the person is a guest in
someone else's home."

Licensed facilities. When agencies
own and operate residential facilities,
licensing is appropriate. However, by
its nature, licensing often tends to limit
people's choices and places decision-
making power in the hands of people
who donot live there.

Agency staffed. The staff are hired,
paid, and supervised by the agency.
Staff members are employed by and
accountable to the agency, not the
peoplereceiving services. The staff
member's rel ationship with the people
is defined by conditions of employment
set between the agency and the staff.

Staffing ratios based on the group.
Staffing ratios and level of supervision
are based on the group, not on indi-
viduals. To the extent that an individ-
ual has more or less intensive needs
than others at the facility, he or she
may not "fit into the program."
Linkage of housing and support.
People must live in the provider's
facility to receive support services.
Providers can be reimbursed for
services only if the person livesin the
community living arrangement.

Core funding tied to the facility.
The funding is based on the facility and
not the individual. Funding would not
follow the individual if he or she
moved to a new home.

Weak relationship between individ-
ual planning and funding. The rate-
setting and individual planning proc-
esses proceed relatively independently.

continued on page 8
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events like birthday parties and
baptizing of the babies. He enjoys the
children very much and they draw
pictures to give him when they come to
visit. Earl is most proud of a photo-
graph that was taken when one of
Ethel's and Ebert's grandchildren was
baptized. The picture shows Earl, with
abig smileon hisface, holding the
baby.

Earl is not living in a program. He is
living in a home that he shares wit h
Ethel and Ebert.

Earl does anumber of things with
Ethel and Ebert. He helps Ebert
gather firewood, he goes to bingo with
Ethel, and the three of them go fishing
together on the lakes in a boat owned
by a member of the family. Earl likes
to fish and he enjoys the boat rides
very much.

Earl also goes to church with Ethel
and Ebert. Everyoneinthe commu-
nity and in the church knows him now.
People greet him and chat with him
when they see him at church. Some
members of Earl's biological family live
inthe area. He met some of them at
church and has been to visit them
since. There had been limited contact
between Earl and his family while Earl
lived in the institutions and the group

EarJ (left), Ethel and Ebert telling stories in their
kitchen.

homes. Ethel has encouraged Earl's
family to get back in touch with him so
Earl really has two families now. He
has become a part of Ethel's and Ebert's
family, and his own family has become
apart of hislife again.

Earl has also made some friendsin
the area. He met one of them, Bob,
through Ethel and Ebert. By now Earl
and Bob have a friendship independent
of Ethel and Ebert. Bob and Earl both
like old movies and Earl goes over to
Bob's house and they watch movies
together.

Earl's passion is sports and heis a
devoted Twinsfan. Sometimes Earl
goes to the Twins games with Ethel and
other family members. At other times
he goes on awhole day's bus trip to the
Twins games with a group of people
from the senior center. He now has a
friend in the group, Delores, who is
also a Twins fan.

Living with Ethel and Ebert has
worked well for Earl because there was
agood match between them. Itisclear
that integration into the Konz family
has served as a link to many other
community and family connections for
Earl.

New Directions, (cont.)

Facility classification based on
supervision needs. Facilities are
primarily classified as providing either
24-hour supervision or lessthan 24-hr
supervision. Such aclassification
detracts from the question "What
supports do people need to livein the
community?"

Emerging Approaches: Supporting
Adultsin their Own Homes

During a national search for pro-
grams demonstrating promising
practices in supporting people with
severe disabilities, we identified a newly
emerging approach to supporting adults
with developmental disabilitiesin the
community. Thisapproach has been
called a"nonfaeil-ity-based,”
"individualized," "person-centered," or
"housing/support service" approach.

This approach explicitly rejects the
continuum concept, and the underlying
LRE principle, as the basis for service
design. Instead, it is based on the
principle that adults have aright to live
in ahome in the community with
whatever supports are necessary.
Adoption of this principle on alarge-
scale basis would demand a fundamen-
tal change in the design of "residential
services."

Four of the key characteristics of this
approach contrast sharply with the
facility-based approach described
above.

Separ ation of Housing and Support
Services
One of the central features of this
approach is the separation of housing
and support. A manual prepared by
Options in Community Living, a
community support agency in Madison,
Wisconsin, describes why it isimpor-
tant to separate housing and support:
...one agency should not provide both
housing and support services. While we
often advise and assist clients in
finding, renting, and furnishing their
apartments, Options no longer becomes
the leaseholder or the landlord for
client apartments. We want our clients
to feel both

Continued on page 9



control over and responsibility for

their own living spaces. We also

believe that receiving Option's
services should not affect where
clientslive; our clients have a greater
choice of living situationsand know
that beginning, ending, or changing
their relationship with us will not put
them under any pressureto move.

This policy also frees us from the

time-consuming and sometimes

conflicting relationships involved in

being alandlord. (Johnson, 1986)

Under a nonfacility -based approach
to community support, regardless of
where people live, they should have
access to avariety of support services.
While housing should be separate from
support services, an agency might assist
people in locating housing, signing
| eases, negotiating with landlords,
finding roommates, purchasing
furniture and furnishings, arranging
for architectural adaptations, and
obtaining housing subsidies.

There are several different kinds of
housing arrangements. These include
housing owned or rented in a person's
own name; housing bought or rented
by the parent or guardian on behalf of
the person (but not occupied by the
parent or guardian); housing jointly
owned or rented by two or more
people, one or more of whom has a
developmental disability; and coopera-
tive living arrangements. In addition,
people with disabilities can livein
existing homes or households (e.g.,
traditional foster homes) or in housing
owned or rented by a corporation other
than the service provider. To the extent
feasible, people with disabilities should
have access to the same range of safe
and decent housing arrangements
available to othersin the community.

Support strategies must be individu-
alized and flexible. These support
strategies may include paid support,
such as live-in, on-call, or drop-in staff
employed by an agency and hired
specifically to work with the person;
paid roommates or companions who
may be self-employed; an attendant

hired by the person with a disability; or
a person who livesin the neighborhood
and receives payment for some
services, among others. Support
strategies also include other approaches
such as the use of physical adaptations
(e.g., automatic door openers,
emergency response systems), routine
modifications (e.g., listening to atape
recorder) and the fostering of unpaid
support.

One's Own Home

Another central feature stressed by a
"housing/support” approach is the
importance of one'sown home. As
opposed to residing in an agency
facility, the emphasisis on a person
living in hisor her own home. First and
foremost the phrase "one's own home"
reflectsfeelings of "being in a safe
haven," "of being oneself," "of being
comfortable and at ease,” "of making
one's own decisions,” "of belonging,"
and "of being in my/our place." These
feelings of home are more likely to be
associated with situations where people
have a substantial say over their
housing situation.

Increasingly, legal sole and joint
home-ownership and leasing are
becoming options for more people with
disabilities. Instead of developing
agency facilities, organizations are
pursuing avariety of strategiesto
ensure the availability of accessible,
affordable, and decent housing. These
include the development of private
cooperatives, the use of trusts for
housing, financing through low-income
tax credits, housing subsidies, and the
purchase of homes through housing
associations. Instead of residing solely
in agency facilities, people with
disabilities are living in places of their

Individual Assessment, Planning, and
Funding

Another central aspect of thisap-
proach is a close tie among the three
components of individual assessment,
services planning, and funding.

All significant decisionsin this ap-
proach are based on the individual
person. Thisis asubstantial departure
from the typical residential develop-
ment process where most of the
significant decisions about housing and
services (e.g., the size of the arrange-
ment, the selection of the site location,
the type of housing, the number of
people, the level of disability, the
number of staff members, the level of
supervision, and the operating budget
of the facility) are made prior to
involvement of the person with a
disability.

This new approach to assessment
creates a picture of the uniqueness of
the person "in order to determine what
forms of help the community needsto
plan, arrange, provide, and monitor to
meet his or her needs" (Brost et al;
1984). Each plan will be unique, taking
into account not only the characteris-
tics of the person, but also the person's
current life circumstances and the
availability of alternative support
strategies.

In this approach, financial issues are
an integral part of the planning process
for each individual. In common
language, "funding istied to the
individual" (i.e., available wherever
the person may live, useable for
whatever services the individual needs
or wants, and varying in amount based
on the individual).

Choices and Decision-Making

This approach is also astep in the
direction of greater control by people
with disabilities in areas such as
housing and services. In many ways, it
represents the application of the
fundamental premises of the independ-
ent living movement to people with
developmental disabilities. In this
approach, choices and deci sion-making
by people with disabilities are of
critical importance.

Continued on page 10
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These aspects of choice and decision-
making extend not only to day -to-day
events, but also to major life decisions.
These include where and with whom a
person will live, how and by whom
supports will be provided, among
others. For example, if apersonis
dissatisfied with his or her support
worker(s), he or she can change
service workers or agencies without
being uprooted from living in her or his
own home. As another example, people
with disabilities can play a much
greater role in selecting, hiring, and
firing their individual support workers.

Full implementation of this approach
will require that we become better
listeners to the choices and preferences
of people, including people who
communicate in ways other than
speech. In addition, if meaningful
choices and decision-making are to
occur, it isimportant that people with
disabilities be accorded their full and
equal placein this society.

Future Directions

We are at the crossroads today in the
development of residential services.
The approach described herein has
been pioneered by agencies such as
Options in Community Living in
Wisconsin and Centennial Develop-
mental Servicesin Colorado. Selected
aspects of this approach can also be
found in anumber of programs funded
by the Title X1X home and community-
based Medicaid waiver, in Canada's
service brokerage model, in state-
funded programs such as Michigan's
supported independence program, and
in the independent living and mental
health movements. We need to learn
from these experiences and must work
together to ensure that peoplewith
severe disabilities will have arightto
both a home and to the services and
supportsthey need. At the same time,
we must also continue to examine the
limitations of aservice system approach
to people's lives.

10

DOING WELL IN WAHOO

Delores and Leroy Woodruff are a
married couple in their forties who live
in asmall house in Wahoo, Nebraska.
Delores and Leroy have been married
for seven years. They have a good
marriage and get along well with each
other.

Fokk

They have a good marriage and get
along well with each other.

ek

According to people who know them,
Delores and Leroy didn't always get
along with other people. Leroy used to
livein an institution and then a group
home. Delorespreviously livedin a
group home. She had some behavioral
problems while she was there. Delores
is diagnosed as having both mental
retardation and mental health prob-
lems. Because of her mental health
problems Delores has been hospitalized
occasionally. She has periods where
things are not going so well, but she al'so
has good times.

Delores and Leroy would probably
not be doing so well in many places
around the country. They would
probably be living in institutions or
group homes. If they were left on their
own, they would be living in sub-stan-
dard conditions and maybe wandering
the streets. They aredoing well in

Leroy relaxing in the living room.

Delores fills her coffee cup.

Wahoo, however, with support from
Region V, acommunity service agency
in the area surrounding Lincoln, Ne-
braska.

Delores and Leroy would probably not
be doing so well in many places around
the country.

The support Delores and Leroy
receiveisindividualized to meet their
needs. Each day aRegion V staff
person comesin from 2 p.m. to 10 p.m.
(one staff person on weekdays and
another on weekends). The staff
person cooks for them, makes sure
their house and small yard are clean,
hel ps them with budgeting and personal
hygiene, and works with them on
developing skills.

Delores and Leroy rent their house
themselves, although Region V helped
them find it. Delores's and Leroy's
house is not a"homelike setting." It's
their home.

When we first met Delores and L eroy
in 1985 they had only been married for
three years and were having some
problems with their marriage. That
hardly made them unique, and they
received marriage counseling regularly.
Now their marriage is going very well

Continued on page 11



(Their) house is not a "homelike
setting." It's their home.

and their relationship has grown closer
and stronger. They don't need mar-
riage counseling any more. In 1985
Delores and Leroy were livingin a
trailer. In 1987 they moved into their
little house and are very proud of it.

When asked whether people living in
their own homes receiving support from
Region V ever kick staff out, a Region
V administrator answered: "Y es, that
happens." When asked what happens
then, she said: "Oh, the staff member
will go away for an hour or two, and by
the time they go back, the people are
sorry about the whole thing and
apologize."

Leroy had a hip replacement a few
months ago. A Region V administrator
said: "We knew he was suffering but we
didn't know just how badly till after he
had the operation. He is recovering
very well and feels much better after
the operation.”

It has been avery encouraging expe-
rience to keep in contact with Delores
and Leroy and see the positive changes
in their lives and how their lives have
improved over the years since they
moved out of the group homes. We
agree with the administrator who said,
"Things have never been better for
Leroy and Delores." There are prob-
lems, but they are dealt with as they
come up, by giving them extra support
or by making changes in the support
they get. Delores and Leroy are a part
of the problem-solving process, and
have responsibility for their lives
together.

299
'Things have never been better for

Leroy and Delores." 27

Delores and Leroy are indeed doing
well in Wahoo. They have something
that too few people with mental
retardation seem to have. They are
living with dignity.

HOUSING AND SUPPORT—FURTHER ISSUES

The following expands on the article,
"New Directions in Community Living
for Adults with Developmental Dis-
abilities, " and deals with some of the
issuesit raises.

Housing Considerations

Homes should be typical for the
community: In most communities,
most people live in apartments,
condominiums, houses, cooperative
housing projects, or mobile homes, not
in specially -built facilities designed or
remodeled for groups of people with
similar needs. People with severe
disabilities should have the same range
of typical housing options available to
them as do other community members,
and any of these housing options can be
called "home."

Homes should be typical in size for
anyone with like wants and interests:
Depending on their racial and ethnic
group membership, single adultsin the
United States typically live with one or
two roommates of their choice or with
their families. Married people typi-
cally live in homes of their own. People
with disabilities, whether singleor
married, should be supported to live in
homes by themselves, with one or two
roommates, with their parents or
extended family, or with spouses,
depending on their own interests and
wishes. People meking any of these
choices should not risk loss of material
or human service system support.

Homes should be in localities that
make sense for the people who will
live in them: People have many
rationales for choosing the neighbor-
hood they want to livein. Some want
to live near their families, near their
jobs, or near particular kinds of
community facilities. Others may want
to have some distance from people, and
prefer to live in a sparsely populated
area where they have plenty of open
space. People with disabilities should
have choices about where in a commu -

nity they prefer to live, and should be
helped to find housing in areas that
most closely match their preferences.

Residential Agency Supports

A major new role of the residential
agency isto support: Administrators
of residential agencies, and the state
developmental disabilities offices that
fund them, traditionally view the
residential agency as a provider (i.e.,
planner, organizer, controller, deliv-
erer) of a set of services. From this
perspective, the need to maintain
efficient and effective service delivery,
convenience, and accountability
requires the organization to maintain
control in the form of decision-making
authority over what happens to each of
the peopleit serves. The person is
often expected to adapt or subordinate
his or her needs and wishes to fit the
resources the agency makes available.
When thisis not possible, or when the
person's needs change, the person may
be discharged or transferred to another
setting.

People making any of these choices
should not risk loss of material or
human service system support.

True individualization, on the other
hand, requires agencies to assume a
supportive role. This role means that
the agency assists the individual to
fulfill hisor her own hopes and wishes,
to develop skills and interests, to attain
wellness and safety, and to participate
fully in community life, which should
include relationships with friends and
family members. This assistance or
support is given with the full involve-
ment of the person in the planning and
decision-making, and with awareness
and respect for his or her choices or
preferences.

continued on page 12
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Another major role of aresiden-
agency should be to commit itself to
the people it supports: A's mentioned
above, residential agencies tradition-
ally require individuals to fit agency
criteria, and may discharge or transfer
people whose needs or wishes do not
mesh with the agency expectations.

The new way of thinking, on the

People with disabilities should have
choices about where in the community
they prefer to live, and should be
helped to find housing in areas that
most closely match their preferences.

other hand, stems from the basic
principle of personal and agency
commitment to each individual.
Residential, Inc., for example, puts
major emphasis on recruiting and sup-
porting service planners, staff mem-
bers who will make a personal commit-
ment to one person with whom they
work. The agency's commitment isthat
no one supported by the agency will
lose support for aslong asit is wanted,
and that changing needs mean changes
in the intensity or type of support. But
agency commitment to the person,
while seen as necessary, isnot viewed
as enough. Each person also needs
people who have a personal
commitment to him or her, and the
agency must help to find those people.

The residential support staff may
have new roles. Traditionally, the
residential support staff have been
viewed as direct service providers
whose job was to carry out the individ -
ual's program plan, to manage the
household operations and routines, to
provide personal care, and to develop
caring relationships with all the people
for whom they were responsible. With
individualized services, therole of the
residential support staff may be
entirely different, even though some of
the responsibilities or tasks may be the
same.

One agency may envision the essen-
tial role of the residential support staff

12

as discovering what the person wants
and needs and assisting that person in
attaining it. In another agency, the
residential support staff may be asked
to "dream with" the person and to
support the person in realizing his or
her dreams. Still another may speak of
empowering the individual through
support that encourages sel f-determi -
nation and self-control.

The residential staff working for any
of these agencies may engage in the
following types of activities: teaching
daily living skills; assisting in problem-
solving; providing personal care; as-
sisting the person to recruit, hire,
supervise, or terminate a care atten-
dant; supporting the person's partici-
pation in community activities or
organi zations; encouraging the devel-
opment of relationships with neighbors,
coworkers, and fellow members of
organizations or classes; assisting in
creating and following meaningful daily
routines; taking a vacation with the
person; household maintenance
activities; and other such undertakings.

It should be evident that many of
these are the same types of tasks
performed by staff in more traditional
agencies. Thedifferenceisthat the
person receiving support is seen as the
focal agent — his or her needs, hopes,
and wishes are what are supported by
the staff person's work, not the needs
and requirements of the residential
agency. Often, the person receiving
support and the staff person or persons
working with him or her are seen as a
team. Together they decide what hours
the staff person(s) will work and what
the staff person will do.

?2?77?

..the agency assis't.s.the individual to
fulfill his or her own hopes and wishes.

Support is given when and where it
is needed: In many conventional
agencies, people receive services at
times and places that are convenient
for the agency or that meet certifica
tion requirements but which result in
untypical daily routines and rhythms.
Such services may include personal

care routines, meals, and household
mai ntenance activities such as shopping,
cleaning, and laundry, all of which are
necessary for living in the community.
In conventional agencies, however,
where the recipients of services are
grouped together, we too often find that
skills are taught out of context and that
meal s and personal care routines are
conducted at thetimes when the staff
can be available (e.g., bathing at 8:00
p.m. so that others can bathe later on:
packing lunches in shifts; having to do
one's laundry on a set schedule so as not
to conflict with others' laundry days).

The new way of thinking, on the other
hand, stems from the basic principle of
personal and agency commitment to
each individual.

?7?7?

Often, especially in group settings.
people spend agreat deal of time
waiting for the next activity to occur.
When supports are individualized,
people's daily routines fit their own
rhythms and preferences. People need
not arise two and a half hours before
work just so that they can all have a
turn in the bathroom or in the kitchen,
nor do they have to bathe at atime
when they might prefer to be away or
watching television. People can make
individual schedules for the day. based
on their own wishes and needs, and can
make spontaneous deci sions about
leisure activities. Whether or not a
person has a severe disability has little
impact, in a person-centered living
arrangement, on the number or timing
of his or her routines, because the staff
and the person will have worked
together to develop a schedule based on
his or her preferences and needs.
"Programming" takes place natu-
rally and within normal daily rou-
tines: Residential agencies that
provide individualized supports for



people alsotend to feel that learning
should take place in the settings, and at
the times, when the skills to be acquired
will be used. Thus, instead of teaching
money -handling with play or real
money in the home, the support staff
may teach these skills at the bank or in
a store or restaurant. Cooking for
oneself will be learned in the context of
meal preparation, and may involve
preparation (through full or partial
participation) of all aspects of

..that no one supported by the agency
will lose support for as long as it s
wanted.

the meal. Instead of learning to
prepare part of asalad for four or six
people, the person will help with the
whole salad and the main dish for
himself and his roommate, for example.
Likewise, cleaning and laundry and
other household maintenance activities
will be learned and practiced at times
and in the places where they will need
to be used.

The residential support staff are
deployed differently than in conven-
tional agencies: In conventional
agencies, the staff who support people
usually work according to a shift
schedule; depending on the type of
program, they may work eight-hour
shifts or shifts of shorter duration (e.g.,
stopping in on a supported apart ment
for afew hours two evenings a week).
The staff are there based on schedules
developed by the agency, and may be
present many more hours a week than
are needed by alargenumber of the
people served by theagency, just
because these people have not moved to
alessrestrictive place in the continuum
of servicesthe agency offers.

Programs offering individualized
support deploy staff in ways that make
sense to the staff and the people

supported. Options in Community
Living and Centennial Developmental
Services have created ateam concept,
whereby two or more staff members
support each person and come to know
him or her very well. Residential, Inc.,
triesto have one primary person, the
service planner, who supports the
person but is backed up by another
person whoseroleis similar to the
service planner's but who can push the
agency and the state system in ways the
service planner cannot. In each of
these agencies, the paid staff work with
the person to determine the types,
times, and intensity of support the
person will need or want. The agency
sees its role as supporting those
arrangements, not imposing other
arrangements on people.

Support for staff members is high
in agencies offering individualized
supports: Agencies offering individual-
ized living supports find many ways to
support their staff. They tend to
involve their staff in planning and
decision-making at a number of levels,
giving staff members a sense of control
over their work. They tend, because
they know that situations constantly
change, to encourage and support
creativity and flexibility. They tendto
see the agency'srole as that of enabler;
if aperson (staff member or person

..people's daily routines fit their own
rhythms and preferences.

being supported) needs something, the
agency's job is to cut through the red
tape and other barriersthat might
prevent that need being met. They
create an atmosphere of mutual
support, so that the staff growsto rely
on each other and on the agency. The
staff training may be organized based
on expressed needs of the staff, often
on an individualized basis so that the
staff learn how to work with and
support one particular person rather
than a generic "person with physical/
medi cal/behavioral needs or disabili-
ties."

Today, we know that there are limits to
what service agencies can do...

Relationships with family members,
neighbors, and friends are promoted
and supported: Too often, human
service agencies have forced people
into a dependent "client" role that has
the effect of cutting them off from
family and typical community mem-
bers. Often, even their friendships
with other people with disabilities are
not supported. Today, we know that
there are limits to what service agencies
can do; agencies can meet some needs,
such as the need for material support,
coordination of services, orassistance
with daily living, but cannot meet the
need for connectedness in the commu -
nity. This need can only be met
through family, neighbor, and friend
relationships and through association
with people having common interests.
Agencies that are aware of people's
needs for connectedness or belonging
will find ways of assisting people to
make and maintain relationships of
many kinds outside of the human
service system. This sounds "messy"
and difficult, from the agency's point
of view, because it requires new kinds
of efforts and skills, awillingness to set
aside plans and schedules to have time
for afriend, neighbor, or family
member, and aletting-go of exclusive
knowledge of or control over a person.

Conclusion

The differences between the "per-
son-centered" or "housing/support
strategy" approach and traditional
residential service approaches are
evident. Agencies across the United
States and Canada are making the
changes and are learning, in the
process, that everyone, regardless of
the severity or complexity of disability,
can live and thrive in the community.

?7?
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People who are described as having
"severe behavior problems" are most
often subjected to increasingly restric-
tive environments and experiences,
along with negative, punitive, aversive
treatment and | oss of meaningful social
relationships and personal autonomy.

Until recently, the above description
reflected Mr. Jordan's experiences and
life quite accurately. He had lived in
institutions most of hislife and had, for
nearly 40 years, engaged in multiple
forms of severe and life-threatening
self-abuse. In 1986, Mr. Jordan moved
out of the institution and into a
supervised apartment. He now has a
full-time job in the community and he
virtually never engagesin self-injurious
behaviors. We hopethat Mr. Jordan's
story will inspire people who want to
help people with challenging behaviors
live with dignity and lead a meaningful
life in the community.

?2727?

The psychologist noticed that during
these walks off the unit Mr. Jordan did
not engage in self-njury.

Mr. Jordan (not his real name) is 46
yearsold and livesin Syracuse, New
Y ork. He has been labeled as having
severe mental retardation and mental
health problems. He was institutional-
ized in 1949 when he was 6 years old.
He does not speak, but uses vocal
sounds, gestures, and pointing to tell
others what he wants. Since he was in
his preschool years he had been
reported to have severe self-injurious
behaviors, which at times were health-
and life-threatening and often resulted
in hospitalizations, extensive tissue
damage, serious malnutrition, and
drastic weight |oss.

Some of the serious behaviors noted
in Mr. Jordan's institutional records
over the years include frequent
vomiting, ruminating, head banging,
head hitting, scratching and rubbing,
picking and tearing of £fingernails and
toenails, body slapping, eye poking,
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ear poking, and body banging. On the
average he received medical treatment
monthly at the medical clinic at the
institution or the hospital emergency
room for injuries caused by his self-
abuse. Mr. Jordan also reportedly
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It was as if he used these increasingly
negative and life-threatening behaviors
to try to gain control in the institu tional
environment where he, in fact, had no
control.

yelled and cried, frequently hit and
kicked other people, spat, vomited and
excreted on others.

Because of Mr. Jordan's behaviors
he rarely attended the day program
outside the institution. In fact, he
seldom left the institutional living unit
except to receive treatment for his
injuries.

A variety of procedures, both
positive and aversive, had failed to
modify Mr. Jordan's behaviors in any
significant way within the institutional
environment and the most serious and
life-threatening behavior, vomiting,
escalated dramatically in 1985 and
resulted in serious weight loss; his
weight dropped down to approximately
90 pounds.

When Mr. Jordan injured himself,
he was physically restrained until he
was calm. Restraint was used fre-
quently and sometimes resulted in
injury to the staff aswell asto Mr.
Jordan. Because vomiting was the most
serious problem, Mr. Jordan was
released if he vomited while being
restrained.

Mr. Jordan's staff psychologist at
the institution devised a pro-active be-
havior treatment program for Mr.
Jordan, in which he would be taken for
10-minute walks off the unit as a
reward for not engaging in self-
injurious behavior. The psychologist
noticed that during these walks off the
unit Mr. Jordan did not engage in self -
injury. The program was revised so
that he would have longer periods of

time spent away from the institution in
avariety of community environments.
Continued improvement confirment
people's suspicion that there was a
relationship between the self-injury and
the institutional environment The
staff also reported that they avoided
using aversive procedures, such as
restraints and time-out, because they
considered them to be responsible for the
increased vomiting. Infact, Mr.
Jordan seemed to be using self -injury
for avariety of functions, including
getting attention and avoiding tasks. It
was asif he used these increasingly
negative and life-threatening behaviors
to try to gain control in theinstitu-tional
environment where he, in facthad no
control.

Asaresult of these observations, the
psychologist developed anal ternative
positive intervention program for Mr.
Jordan with the assistance of a profes-
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...ne was actively involved in making
choices and decisions about his deity
life and changes in his program.

sor from Syracuse University. The
alternative plan provided Mr. Jordan
with appropriate and long overdue
choices and control of his daily life The
aversive procedures, such as
restraints, were eliminated from his
program.

In contrast to past procedures the
emphasis of the alternative
interven-tion was to implement
extensive program and placement
changes that would completely change
the current stances and environments
associated with his self-injurious
behaviors and replace them with
meaningful commu-nity-based
alternatives.

The alternative intervention plan
consisted of four major components (1)
A radical change in the continuums and
situations associated with self injury.
This included a move from

Continued on page 15



institution to a supervised apartment in
the community; (2) To replace self-
injurious behaviors over the long term,
Mr. Jordan was instructed in positive
alternative behaviors and participated
in various functional, community-based
activities, including employment; (3)
Rather than imposing alternative
activities and community living upon
Mr. Jordan (like institutional living and
other activities had been imposed upon
him earlier), he was actively involved in
making choices and decisions about his
daily life and changes in his program;
(4) Back-up crisis management
procedures were instituted to deal with
any self-injurious behavior.

The significant relationships estab-
lished by Mr. Jordan in the past were
also of primary concern. Attempts were
made to reintroduce him to his family,
and his primary direct-care staff
person at the institution, who had also
become his friend, was asked to move
with Mr. Jordan to the apartment. A
second full-time staff person was hired
prior to hismove in order to establish a
positive relationship before the move
from the institution to the community.

At the beginning of October 1986,
Mr. Jordan moved to the house in the
community. Two other men, who also
have disabilities, live in the house. Mr.
Jordan participated actively in prepar-
ing for the move. For example, he
helped plan, buy, and arrange all
necessary personal items prior to
moving. He packed his belongings and
placed them in their appropriate place
in his new home. He also participated
in selecting furniture for the house and
choosing which bedroom would be his.

Mr. Jordan also completed two voca-
tional training rotations at job sitesin
the community doing clean-up work
and got afull time job in the commu-
nity.

Asthisis being written, Mr. Jordan
has been living in the community for
almost three years, and the dramatic
improvements in his lifeand behaviors
have maintained during this time. He
continues to work afull day in the com
munity and no longer requires the one-

on-one staffing during the workday or
evening hours at the house. He partici-
pates actively in all household chores,
including cooking, cleaning, laundry,

As this is being written, Mr. Jordan has
been living in the community for
almost three years...

and shopping. He participates in social
and recreational activities and attends
parties, movies, picnics, and other
social functionsin the community. His
overall health hasimproved and he has
gained weight. Mr. Jordan is respond-
ing positively to new demands that
reflect a more meaningful life-style and
islearning to make choices and exer-
cise appropriate control of hislife.

Mr. Jordan's story teaches us the
importance of providing the same kinds
of resources and efforts to implement
non-aversive community -based
supports as those used in restricted
group settings. In Mr. Jordan'scase, all
previous efforts to modify his self-
injurious behavior within the institution
had been unsuccessful; in fact, his
condition associated with the aversive
consequence program was judged life-
threatening. A longstanding behavior
pattern was finally reversed by
providing meaningful experiences that
should have been in place for anyone in
any good service delivery system as a
part of areasonable life-style.

For amore detailed description of Mr.
Jordan's story, see Berkman, K.A. &
Meyer, L.H. "Alternative Strategies
and Multiple Outcomes in the Reme-
diation of Severe Self-Injury: Going
"All Out" Nonaversively." The
Journal of The Association for Persons
ivith Severe Handicaps, Vol.13, No.2,
1988, pages 76-86.
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The books, articles, and manuals listed
below address various aspects of the
"person-centered" or "housing/support
strategies" approach to community living
for adults with severe disabilities. None of
these resources are available through the
Center on Human Policy, but may be
obtained in several ways. Books and
journal articles may be obtained through
your local library, or through the Interli -
brary Loan service of your library, if the
library does not own the book or journal in
question. Books, of course, may be ordered
directly or through your local bookstore.
Ordering information is given below for
materials not available commercially.

1 Brost, M. M., & Johnson, T. Z. (1984).
Getting to know you: One approach to
service assessment and planning for
individuals with disabilities. DHSS-DCS,
P.O. Box 7851, Madison, WI 53707.

2. Hibbard, M., Ferguson, P., Leinen, J.,
& Schaff, S. (1989). Supported community
life and mediating structures: Joining
theory to practice in disability reform. In
P. Ferguson & D. Olson (Eds.) Supported
Community Life: Connecting Policy to
Practice in Disability Research, Specialized
Training Program, 135 Education
Building, University of Oregon, Eugene.
OR 97403-1211.
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3. Johnson, T. Z. (1986). Belonging to the
community. Optionsin Community Living,
22 N. Second Street, Madison, WI 53704.

4, Kappel, B., & Wetherow, D. (1986).
People caring about people: The Prairie
Housing Cooperative. Entourage, 1,(4)
Autumn

5 O'Brien, J. (1987). A guide to lifestyle
planning: Using the activities catalog to
integrate services and natural support
systems. In G.T. Bellamy & B. Wilcox
(Eds.) A comprehensive guide to the
activities catalog: An alternative curricu
lum, Paul H. Brookes Publishing Co., Bal
timore, MD.

6. Racino, J.A. (in press). Community
living: Issues in personnel preparation for
the 1990s. In A. Kaiser & C. McWhorter
(Eds.) Preparing Personnel to Work With
Persons Who Are Severely Handicapped
The Association for Persons with Severe
Handicaps (TASH), 7010 Roosevelt Way.
N.E., Seattle. WA, 98115.

7. Racino, J. A. (1989). My own place: New
directions in community living for adults
with disabilities. New Way, September,
1989.

8. Randolph, F., Laux, R., & Carling, P.
(1987). In search of housing: Creative ap
proaches to financing integrated housing.

Center for Community Change Through
Housing and Support, Department of
Psychology, John Dewey Hall, University
of Vermont, Burlington, VT., 05405.

9. Taylor, S.J., Biklen, D., & Knoll, J.
(1987). Community integration for people
with severe disabilities. Teachers College
Press, New York.

10. Salisbury, B., Dickey, J., & Crawford.
C. (1987). Service brokerage: Individual
empowerment and social service accounta
bility. The G. Allan Roeher Institute.
Downsview, Ontario, Canada.

Available through Human Policy Press:

Taylor, S.J., Racino, JA., Knoll, J.A.,
& Lutfiyya, Z., (1987) The nonrestric-
tive environment: On community
integration for people with the most
severe disabilities outlines some basic
principles of community integration,
critiques the "continuum concept,”
describes homes and supports for
children and adults with severe
disabilities, discusses integrated work
and covers the emerging controversies in
community integration. To order write:
Human Policy Press, P.O. Box 127,
Syracuse. NY 13210. Price: S8.95 plus
10% of the total or SI.50. whichever is
greater, for postage and handling. Make
checks payable to Human Policy Press.

CENTER RESOURCES AND REPORTS ON COMMUNITY LIVING

The Center on Human Policy, through its
Research and Training Center on Commu-
nity Integration, has developed a variety of
reports and resources on the integration of
people with severe disabilities into commu-
nity life. The following reports explore the
approach to community living described in
this bulletin and are available for the cost
of copying and postage. To get the full list
of publications, please write: Center on
Human Policy, Syracuse University, 200
Huntington Hall, Syracuse, New Y ork
13244-2340. Orders may also be sent to
this address to the attention of Rachael
Zubal; remittance should include 10% of
your order for postage and handling. All
orders S15.00 or more must be prepaid in
U.S. currency unless an official institu-
tional order form is submitted. Telephone
orders will not be accepted. Checks must
be made payable to the Center on Human
Policy.

1. Report on Centennial Developmental

Services, Inc., Weld County, Colorado
(1987) describes the individualized waysin

which people with disabilities arc being

supported in the community in this

gredomi nantly rural county. (40 pages)
2.75
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2. Community Living in Three Wisconsin
Counties (1987) highlights Wisconsin's
family support services program, their
Medicaid Waiver Community Integration
Program, innovative community living ar
rangements, county leadership and setting
priorities for case management services.
(52 pages) $3.25

3. Regenerating a Community: The Story
of Residential, Inc., New Lexington, Ohio
(19809) tells the story of the people con
nected to this small agency in rural Ohio.
(42 pages) $2.70

4. Community Living for Adults in North
Dakota: A Case Study of an Apartment

Program (1989) describes community living

services for adults provided in their own
apartments by a non-profit agency under
an individualized contracting process
funded by the state's home and community-
based Medicaid waiver. (45 pages) $2.85

5. Supporting Adults with Severe Disabili
ties in the Community: Selected Issues in
Residential Services (1988) examines ten
issues in supporting adultsin living in the
community. (17 pages) $1.75

6. Caught in the Continuum: A Critical
Analysis of the Principle of the Least
Restrictive Environment (1988) is areprint
of an article (Journal of The Association
for Persons with Severe Handicaps, 13(1),
41-53) which reviews the origin of LRE,

analyzes the conceptual and philosophical
flaws of LRE especially for people with
severe disabilities, and contrasts integra
tion with LRE as a guiding principle. (13
pages) $2.78

7. New Directions in Housing for People
with Severe Disabilities: A Collection of
Resource Materials (1989) provides an
introduction to housing strategies and
resources that can be used to make all
housing more accessible, and to increase
the development and use of small, inte
grated housing options. $2.70

8. Policy Analyses:

a A Policy Analysis of Private Commu
nity Living Arrangements in Connecticut
(1988)15.20

b. A Policy Analysis of the Supported
Housing Demonstration Project. Pitts
burgh, Pennsylvania (1987) $4.45

¢. Moving into the 1990s: A Policy
Analysis of Community Living for Adults
with Developmental Disabilities in South
Dakota (1989) S8.00

These analyses, written for state or local
agencies, describe the findings of in-depth
reviews of community living arrangements
and make specific recommendations for
moving to a " housing/support strategies’
approach in each location.





